Introduction {#section1-2055102918815318}
============

In the past decades, empowerment has gained attention in the healthcare literature as an enabler of the transition from a paternalistic to a bio-psychosocial model of care.

[@bibr26-2055102918815318] defined empowerment as a process aimed at increasing the power of people in their lives, community and groups. Three main aspects of the concept were outlined: it is a social process, it is multidimensional and it is based on a dimension of control, defined as autonomy. The empowerment process promotes and enhances people's ability to move towards their needs and to recognize and use their resources in problem-solving. Empowered people can reach a high level of autonomy and self-determination, affecting their perceived competence and self-confidence ([@bibr26-2055102918815318]; [@bibr37-2055102918815318]).

The [@bibr36-2055102918815318] defines empowerment within the healthcare context as 'a process through which people gain greater control over decisions and actions affecting their health and it should be seen as both an individual and a community process'. Therefore, patient participation and shared-decision making have a key role in this process: if people are informed and engaged in all phases after a cancer diagnosis, they will become more compliant to therapies and have more opportunities to bear the uncertainty ([@bibr5-2055102918815318]). In this framework, people are encouraged to take an active role in the care process, to be aware and responsible, to gather relevant information and to adopt a strategy for the management of chronic conditions. This is what it means to become an empowered patient.

Despite decades of study and a stunning amount of empowerment-based interventions described in the literature ([@bibr11-2055102918815318]; [@bibr14-2055102918815318], [@bibr15-2055102918815318], [@bibr13-2055102918815318]), a universally accepted definition of the concept has not yet been proposed ([@bibr9-2055102918815318]). Several elements float around this concept, that is, participation, knowledge and awareness, expressing the general aim of the empowering process as giving patients resources to exercise control, manage his or her condition and to make informed decisions over their care process ([@bibr4-2055102918815318]).

Patient empowerment is not to be considered as an individual process, but it also concerns healthcare providers and those who are in the patient's inner circle. Any relative, partner, friend or neighbour who has a significant personal relationship with, and provides a broad range of assistance for an adult with a chronic or disabling condition can be defined as 'caregiver', and often becomes a lifeline during the care process ([@bibr8-2055102918815318]). Several authors investigated the role of caregivers as a support for the patient as well as the patient--physician relationship ([@bibr19-2055102918815318]; [@bibr20-2055102918815318]; [@bibr28-2055102918815318]).

The caregiver is an active part of the care process and is able to provide a different perspective on the patient's condition and to support the patient's participation and self-management. They can observe and evaluate the patient's condition in different moments and contexts. Moreover, having a different perspective allows caregivers to gather information that patients themselves cannot observe from their subjective point of view ([@bibr1-2055102918815318]).

Dramatic health events (e.g. stroke) and the progression of severe diseases (e.g. an advanced cancer) may impact the patient's decision-making process, leading close relatives to become surrogate decision-makers of their beloved ones ([@bibr3-2055102918815318]). Thus, carers may often become proxy evaluators of patient's needs and health status. Under different disease conditions ([@bibr16-2055102918815318]; [@bibr21-2055102918815318]; [@bibr35-2055102918815318]), quality of life is perceived in a different manner by patients and caregivers: there is high agreement on the global quality of life and physical functioning perception by patients and caregivers, but low agreement for psychosocial aspects related to the patient's condition. Proxy-related information does not always positively correlate with the patient's condition, though, and caregivers tend to underestimate patient's health status ([@bibr3-2055102918815318]; [@bibr17-2055102918815318]). In cancer care, physical and psychological outcomes (e.g. pain, fatigue, depression) show weak to moderate correlations between close relatives and cancer patients ([@bibr10-2055102918815318]; [@bibr25-2055102918815318]; [@bibr29-2055102918815318]; [@bibr33-2055102918815318]).

The attention given in the literature to the caregivers' perspectives, though, focused on the information relative to patient status or compliance to the treatment. In such a scenario, caregivers may view patients as passive elements and they will focus mainly on information regarding patient health status, in order to provide as much information as possible to the clinician. From this perspective, the clinician could be perceived as the sole decision-making agent, and the patient plays no active decisional role.

Several authors reported that caregivers' perception of the patient condition may be biased and, in some cases, induce them to perceive higher needs than what patients actually disclose ([@bibr12-2055102918815318]; [@bibr17-2055102918815318]). Consequently, this misperception can lead to a big difference in the level of the patient's empowerment perceived by the caregiver. Investigating this divergence could help recognize possible difficulties in patient--caregiver relationship and communication. This concern prompted us to seek out works that address the issue of active patient participation, and how patient empowerment is perceived by the caregiver. A comprehensive literature search was designed and conducted by an experienced medical librarian with input from the study investigators. The bibliographic databases Ovid MEDLINE, PubMed, ProQuest Psychology, CINAHL and Scopus were searched. Various combinations of database-specific controlled vocabulary (subject headings) were used, supplemented by keywords, title and abstract terms for the concepts and synonyms relating to patient participation, patient empowerment, caregivers and perception. Papers that looked potentially relevant were examined, as were their bibliographies. Cited articles were also sought via Web of Science. Unfortunately, the literature searches conducted across these databases did not yield any results regarding patient participation and patient empowerment from a caregiver's perspective.

Therefore, we decided to survey a sample of people who have, or had, the experience of dealing with cancer personally or having someone close to them suffering from this condition.

To this purpose, an exploratory tool was included inside a socio-demographic survey, administered across five European countries. The exploratory tool, specifically developed for the First International Forum on Cancer Patient Empowerment (Milan, Italy, 2017), included six items investigating the desired level of participation and support of the patient in the healthcare pathway, the desired level of access to information included in the patient health records and the perceived level of awareness of the patient on the therapeutic process.

Our objective is to assess if the perception of patients' knowledge and awareness of the therapeutic process is different between caregivers and patients and if these two groups share the same beliefs about patient participation and involvement. More specifically, we would like to investigate if the caregiver's perception on what patients should do or receive is coherent with the effective patient's perspective on the following areas: *Access to clinical information, Information availability, Need for information, Patient awareness, Participation in the care process, Support.*

Materials and methods {#section2-2055102918815318}
=====================

Subjects {#section3-2055102918815318}
--------

According to the First International Forum on Cancer Patient Empowerment, a descriptive, cross-sectional study was conducted across five different countries (Italy, United Kingdom, Spain, France and Germany) and followed the inclusion criteria: (1) people with cancer diagnosis, (2) caregivers of patients with a cancer diagnosis and (3) aged 45 years and older. People who were not caregivers or have not faced a cancer diagnosis were excluded.

Participants were divided into two groups according to the response to the item: 'Have you ever dealt with cancer during your life?'. Possible answers were: (1) I'd rather not say, (2) No, (3) I have met people who had cancer, (4) Yes, I have been involved in the care of someone close to me and (5) Yes, I have experienced it personally. Participants who selected the first three answers were not considered in the study research, ones who selected the fourth were included in the 'Caregiver' group, while those who chose the last answer were included in the 'Patient' group.

After demographic characteristics, there was a question asking if they had ever dealt with cancer either directly (as patients) or indirectly (caregiver).

Participants were asked to provide information about socio-demographic characteristics, including age, gender, level of education, civil status, place of birth and residence.

Questionnaire {#section4-2055102918815318}
-------------

Specific questions investigating knowledge and awareness about cancer disease and treatments, patient participation in the therapeutic process and assistance received by the healthcare system were included in an online survey developed for the First International Forum on Cancer Patient Empowerment (Milan, Italy, 2017). A total of six items evaluated what patients and caregivers would want to receive or received from the healthcare providers during their therapeutic process, using a 4-point Likert-type scale.

The items were as follows:

-   How important is it for the patient to access his or her medical records, in order to have full control of the disease? (Access to clinical information)

-   How difficult do you think it is to receive all information associated with the disease from the health facility? (Information availability)

-   How much information do you think is left unanswered by the healthcare facility? (Need for information)

-   In your experience, how important is it that the patient be made aware of the care process? (Patient awareness)

-   How important is it for the patient to be personally involved in the choice of treatment, if other treatments are available? (Participation in the care process)

-   Do you think it is important for the patient not to face cancer alone? (Support)

Statistical analysis {#section5-2055102918815318}
--------------------

Data were evaluated using non-parametric tests (Mann--Whitney U-test), and statistical significance was determined by *p* \< 0.05. Patients' and caregivers' answers to the six items investigating perceived awareness and desired information access in the medical decision-making process were considered.

Results {#section6-2055102918815318}
=======

Participants {#section7-2055102918815318}
------------

From an initial sample of 1781 participants, only 510 satisfied the inclusion criteria (age and type of involvement in the cancer diagnosis) and completed the questionnaire.

A total of 247 participants (female = 57%), with an average age of 63.83 (*SD* = 9.278) were included in the Patient Group, while 263 participants (female = 54.4%) with an average age of 57.82 (*SD* = 8.901) were included in the Caregiver Group.

Socio-demographic characteristics are shown in [Tables 1](#table1-2055102918815318){ref-type="table"} and [2](#table2-2055102918815318){ref-type="table"}.

###### 

Patient's characteristics.

![](10.1177_2055102918815318-table1)

  Patients                 *N* (%)
  ------------------------ ---------------
  All                      247
  Age -- mean (*SD*)       63.83 (9.278)
   45--54 years            48 (19.4)
   55--64 years            75 (30.4)
   65--74 years            91 (36.8)
   75+                     33 (13.4)
  Sex                      
   Female                  141 (57.1)
   Male                    106 (42.9)
  Education                
   Less than high school   80 (32.4)
   High school and above   67 (67.6)
  Country                  
   France                  49 (19.8)
   Germany                 61 (24.7)
   UK                      57 (23.1)
   Italy                   49 (19.8)
   Spain                   31 (12.6)
  Diagnosis                
   Breast cancer           96 (38.9)
   Osteosarcoma            1 (0.4)
   Prostate cancer         37 (15.0)
   Lung cancer             11 (4.5)
   Leukaemia               9 (3.6)
   Pancreas cancer         2 (0.8)
   Another cancer          69 (27.9)
   Missing                 22 (8.9)
  Civil Status             
   Single                  28 (11.3)
   Civil partner           8 (3.2)
   Married                 164 (66.4)
   Separated               4 (1.6)
   Divorced                22 (8.9)
   Widow/widower           21 (8.5)

###### 

Caregiver's characteristics.

![](10.1177_2055102918815318-table2)

  Caregivers                                  *N* (%)
  ------------------------------------------- ---------------
  All                                         263
  Age -- mean (*SD*)                          57.82 (8.901)
   45--54 years                               107 (40.7)
   55--64 years                               98 (37.3)
   65--74 years                               45 (17.1)
   75+                                        13 (4.9)
  Sex                                         
   Female                                     143 (54.4)
   Male                                       120 (45.6)
  Education                                   
   Less than high school                      107 (40.7)
   High school and above                      156 (59.3)
  Country                                     
   France                                     53 (20.2)
   Germany                                    40 (15.2)
   UK                                         45 (17.1)
   Italy                                      54 (20.5)
   Spain                                      71 (27.0)
  Caregiver self-reported patient diagnosis   
   Breast cancer                              62 (23.6)
   Osteosarcoma                               3 (1.1)
   Prostate cancer                            31 (11.8)
   Lung cancer                                50 (19.0)
   Leukaemia                                  21 (8.0)
   Pancreas cancer                            19 (7.2)
   Another cancer                             63 (24.0)
   Missing                                    14 (5.3)
  Civil Status                                
   Single                                     37 (14.1)
   Civil partner                              31 (11.8)
   Married                                    133 (50.6)
   Separated                                  5 (1.9)
   Divorced                                   48 (18.3)
   Widow/widower                              9 (3.4)

Awareness, participation, information and support {#section8-2055102918815318}
-------------------------------------------------

The results showed a significant difference between patients and caregivers in the level of perceived patient's awareness (*U* = 23009.000; *Z* = −4.826; *p* \< 0.001), in the access to clinical information (*U* = 26475.000; Z = −2.737; *p* \< 0.05), in the availability of information (*U* = 22401.000; *Z* = −4.436; *p* \< 0.001), on the need for information (*U* = 21363.500; *Z* = −4.416; *p* \< 0.001) and for support (*U* = 23363.500; *Z* = −4,735; *p* \< 0.001). No difference was found in the item related to the desire to actively participate to care process (*U* = 28035.500; *Z* = −1.817; *p* \> 0.05), see [Figure 1](#fig1-2055102918815318){ref-type="fig"}.

![Average outcomes; blue columns represent the average score for caregivers while the light blue columns refer to the average score of patients.\
The rating scale was from 1 (not important at all) to 4 (very important) for all questions.](10.1177_2055102918815318-fig1){#fig1-2055102918815318}

More specifically, relative to the item investigating the importance for the patient to manage information in their care pathway, caregivers reported a lower patient interest in having access to personal clinical information (*M* = 3.49) compared with what the patients reported (*M* = 3.63). The item on information availability, the caregivers reported that patients had more difficulty in obtaining information on the disease from the healthcare system compared with what patients actually expressed themselves (respectively, *M* = 2.78; *M* = 2.37). Furthermore, caregivers more than patients indicated that, despite the need for information, many questions remain unsolved (respectively, *M* = 2.82; *M* = 2.43).

Referring to the question on awareness, coherently with the aforementioned results, caregivers reported a lower patient awareness of the care process (*M* = 3.01) compared with what patients actually reported (*M* = 3.39).

Finally, caregivers (*M* = 3.42) are more convinced than patients (*M* = 2.99) that cancer is not a disease that can be coped with alone (support item).

Discussion {#section9-2055102918815318}
==========

The main interest of this exploratory research was to observe the relationship between patients' self-perception and how they are perceived by caregivers. Self and proxy health information has been studied in the care process of several chronic diseases, including dementia, stroke and cancer ([@bibr16-2055102918815318]; [@bibr18-2055102918815318]; [@bibr21-2055102918815318]). These research studies focused on the dyad's different perception of patient's health status, symptoms and needs, but, as far as we know, the existing studies did not investigate the different perception on patient participation, knowledge and awareness on the care pathway.

This study proposes an important contribution to the understanding of the cognitive map of patients and caregivers and provides a new perspective for a further investigation of the role of patient perception. The perceived ability of the patient to manage his or her condition may be a crucial element that might affect patients, both individually and within the relationship with informal caregivers and clinicians.

In particular, the results show that even though all participants, regardless of their role, highly value access to information, presence of relational support, awareness and participation to the care process, there are several differences that may highlight a different perception of the patient's condition.

Patients tend to perceive themselves as more aware of what is happening in the treatment process than the person who supports and facilitates him or her in communication, choices and actions. This finding is consistent with another study in which lung cancer patients evaluated their physical functioning and symptoms, respectively, higher and lower than their relatives ([@bibr34-2055102918815318]).

The difference in the level of awareness between caregivers and patients is coherent with differences in the perception of information availability and the access to clinical records. Caregivers declare higher difficulty than patients both in obtaining information and answers from clinicians and directly accessing to clinical information. These results could indicate that caregivers tend to perceive the information gathering harder than the patients actually experience and, thus, overestimate the effort necessary for patients to retrieve information. Carers with a poorer relationship functioning may become overprotective, share less information with their beloved ones and stop talking about emotions. This coping style may affect patients' psychosocial condition, enhance patient's level of distress and decrease self-efficacy ([@bibr27-2055102918815318]). Moreover, caregivers are also more convinced than patients that cancer has to be faced together: some studies showed that all family members would like to cooperate in dealing with disease and its related symptoms, even if it may increase emotional burden and distress, impact the caregiver's perception of his role and increase the occurrence of psychological problems ([@bibr7-2055102918815318]; [@bibr23-2055102918815318]; [@bibr30-2055102918815318]; [@bibr32-2055102918815318]). They seek to cope with the disease as a couple, both sharing emotions and giving support and collaborating with the partner to overcome cancer-related problems ([@bibr27-2055102918815318]).

Our study not only confirms this finding but also suggests that the aforementioned family need is not completely in line with patients' perspective and needs. The results seem to suggest that patients can or want to manage their journey alone much more than what caregivers think. On the other hand, the need to be responsible for their own health may be wrongly perceived by caregivers as a lack of patient awareness of the care pathway and an overestimation of patient's need of support. Patients may even underestimate their need of support in order to preserve their perception of independence ([@bibr22-2055102918815318]; [@bibr31-2055102918815318]).

The aforementioned differences, however, do not reflect a gap in desired involvement between patients and caregivers: both, in fact, equally believe that patient's participation to the care pathway is important. Therefore, differences emerged in previous answers should not be due to different ideas or values of patient's participation in the care process. Consistently with the literature, participants expressed a great interest in receiving high-quality information, which is a key factor to empower the patient, improve health literacy and improve awareness on their condition in order to make informed decisions ([@bibr4-2055102918815318]; [@bibr6-2055102918815318]; [@bibr24-2055102918815318]).

Several limitations have to be accounted for when considering these results. Although we received information from a large sample, the aggregation of our items to a survey collected via a CAWI methodology largely affected the amount of information we could collect.

Moreover, the data collection from individuals did not allow us to collect paired information from dyads, hence it does not allow us to make assumptions about specific dyads but only average results by patients and caregivers taken individually. For this reason, the extent of our implications on the relationship between patients and caregivers should be considered as a general indication of caregivers' and patients' opinions.

Due to the exploratory nature of this study, these preliminary results should not be considered informative in a direct clinical perspective, but more as an indicator of a phenomenon that should be more thoroughly investigated.

Future studies should further investigate the caregivers' group characteristics by differentiating across variables such as relationship type (e.g. couple, parent--child, survivor--professional caregiver), length of caregiving and country. Primary caregivers often provide 24/7 care and take over activities of daily living for the patient, even if they are not always clinically and psychologically trained to carry out the caregiving role ([@bibr23-2055102918815318]).

Conclusion {#section10-2055102918815318}
==========

The opportunity to observe the patient's condition from two different perspectives may help to better understand it from a relational perspective. In a crisis situation, such as a cancer diagnosis, it is important having someone able to comprehend all the information regarding treatment options and prognosis and also to help the patient in day-to-day life ([@bibr1-2055102918815318]). On the other hand, informal caregivers, trying to do the best to help their beloved ones, look at the same situation from a different perspective: their psychological burden and unmet needs may have an influence over the perception of patient's status, ability to cope with his situation and, possibly, inducing a biased view of their condition.

We believe that this preliminary overview of caregivers' perception of patients could highlight a possible critical point that may lead to miscommunications and misperceptions between patients and people that are close to them during the care process.

In fact, other people's views often affect our self-perception and behaviour. The self-efficacy model -- that states that the self-evaluation of skills stems from both personal, successful experiences and other people's feedback ([@bibr2-2055102918815318]) -- may be applied here. In this specific context, it implies that caregiver's perception may have a detrimental influence on the patient's perception of his or her ability to manage and deal with the treatment process. In other words, relatives' perception of patient's abilities to cope with cancer may affect the patient's self-confidence and awareness about their therapeutic plan, decreasing the level of patient empowerment.

Nevertheless, it is important to stress that the perceived level of patients' awareness does not necessarily reflect the actual degree of knowledge or consciousness of the therapeutic process, but it merely depicts the patient's, or caregiver's, point of view.

Despite the several limitations of the study due to its exploratory nature, we believe that its contribution may lead to further research on the relational implications of the caregiver's perspective. With this aim the effect of caregiver's perception on the patient's self-efficacy and empowerment may be investigated in more detail in order to understand possible consequences on the patient's condition.
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